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restrict or prohibit insurers’ use of genetic informa-
tion in pricing, issuing, or structuring health insur-
ance.! Wisconsin was the first state to do so, in 1991, fol-
lowed by Ohio in 1993, California and Colorado in 1994,
and then several more states a year in each of the next five
years. Similar legislation has been pending in Congress for
several years.2 Also, a 1996 federal law known as the Health
Insurance Portability and Accountability Act (HIPAA) pro-
hibits group health insurers from applying “preexisting con-
dition” exclusions to genetic conditions that are indicated
solely by genetic tests and not by any actual symptoms.’
This wave of legislation was prompted by rapid ad-
vances in identifying and testing for specific genetic defects
that are highly predictive of future health problems, and
the expectation that there would soon be an explosion of
genetic information relating to a wide array of health con-
ditions. Advocacy groups within medical genetics docu-
mented a number of cases of employers and of health, life,
and disability insurers using this new-found genetic infor-
mation to deny coverage, raise rates or limit the extent of
coverage.* Fear of genetic discrimination of this sort was
shown to factor strongly into patients’ and family mem-
bers’ decisions and concerns about undergoing genetic test-
ing’ Anti-discrimination laws are thus intended to achieve
two kinds of social benefit: (1) to prevent unfair use of
genetic information, however accurate that use might be as
a source of underwriting information; and (2) to encour-
age more genetic testing for purposes of research, preven-
tion, treatment, and family planning.
Another article addresses the first purpose. Based on
market testing and on extensive interviews in the health
insurance industry and with genetic counselors, we found
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that there are very few documented cases of health insurers
either asking for or using presymptomatic genetic test re-
sults in their underwriting decisions, either before or after
these laws were enacted, or in states with or without these
laws. We also documented that a person with a serious
genetic condition that is presymptomatic faces little or no
difficulty obtaining health insurance, and there are few in-
dications that the degree of difficulty varies according to
whether a state prohibits the use of genetic information.
This article reports on the second purpose of these laws.
After reviewing the methodology for this study, the article
reports on whether these laws have reduced the fear of ge-
netic discrimination by health insurers, and whether they
have encouraged more genetic testing.

Methodology

Details of the study methodology are discussed elsewhere.’
Briefly, a comparative case study analysis was performed in
seven states (Colorado, Florida, Iowa, Minnesota, New
Mexico, North Carolina, Ohio) that were selected to pair
similar states with and without laws prohibiting use of ge-
netic information in health insurance. Six of these seven
states were the primary focus of this multiple case study;
North Carolina played a secondary role because it was used
only to field test interview guides and techniques. Because
legislative activity was ongoing throughout this study, the
initial selection and pairing was not wholly successful. Three
states initially classified as lacking these laws adopted them
in 1997, the year after the study was designed. Therefore,
groupings of states were compared according to whether
they had mature laws (Colorado, Minnesota and Ohio all
enacted in 1995 or earlier), recent laws (New Mexico,
Florida and North Carolina), or no law (Iowa). Also, the
focus across all of the states was whether perceptions and
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behaviors differed before and after enactment of these laws.
Two states (New Mexico and North Carolina) have laws
that apply broadly to all sources of genetic information,
including family history, whereas the laws in the other four
states apply only to information from genetic tests.

In each of the primary study states, in-depth interviews
were conducted with genetic counselors and medical ge-
neticists at most of the major medical centers that perform
clinical genetics, amounting to 29 interview subjects. Most
interviews were with counselors. Subjects were selected
based on their degree of experience and their clinical focus,
in order to include in each state clinicians who have sub-
stantial expérience with both adult onset conditions and
with pediatric and/or prenatal testing, and with both pri-
vately insured and Medicaid or state-assisted patients. In
addition, a total of five patient advocates and one medical
director from a genetic testing firm were also interviewed.
Most of these interviews were conducted in-person and
one-on-one and lasted an hour, although a few interviews
were by phone, and some interviews lasted only 15-30 min-
utes or were conducted with two subjects at once. The
interviews were semi-structured and in-depth based on an
interview guide, but discussions were free-ranging and the
coverage of topics varied. Also, various sources of docu-
mentary information were collected, including: informed
consent forms and patient information brochures used
by medical geneticists; published articles in academic jour-
nals and the popular press about genetic discrimination;
and unpublished studies based on surveys done at ge-
netic clinics.

These multiple sources of information and data were
analyzed using both qualitative and quantitative techniques,
with respect to each of these issues: patients’ perceptions
of the risk of genetic discrimination; the impact these fears
have on decisions to undergo testing; counselors’ views
about whether the new legal protections adequately address
these fears; and whether these protections are likely to al-
ter patients’ decisions about whether to undergo beneficial
genetic testing. The concept of genetic discrimination that
is used here is broader than the strictly legal definition, which
is restricted to presymptomatic genetic information. The
operative concept of discrimination we use here is any ad-
verse effect on the ability to obtain, afford, or keep insur-
ance, resulting from a genetic test or from genetic counsel-
ing. The focus is on whether patients’ fear of insurance
discrimination deters them from having genetic tests. Ge-
netic test results can have negative consequences for insur-
ability, even for people with clinical symptoms or current
disease. Genetic tests might produce a diagnosis of symp-
toms that is more troubling than the symptoms them-
selves, or they can identify a mild disease state that is not
readily observable from symptoms. Still, because of the
way in which most laws are crafted, the primary focus
will be on presymptomatic, predictive testing for adult-
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onset conditions such as breast cancer or Huntington’s
disease, and the focus will remain on concerns about
health insurance.

Patients’ Perceptions of the Risk of Genetic
Discrimination

Perceptions Prior to Counseling

Most counselors we interviewed said that patients with
adult-onset disorders approach genetic testing with a high
level of awareness and concern about the potential for in-
surance discrimination.® For adult patients seeking testing
for presymptomatic conditions, 16 of 24 counselors (67
percent) indicated their patients arrive with a high level of
awareness and concern, six (25 percent) said there is some
limited awareness, and only two (8 percent) indicated their
patients have little or no awareness.” This pattern of re-
sponses is not correlated with the pattern of laws across
our study states.

The level of patient concern described by one counse-
lor reflects a high level of paranoia by some patients:

People will call up and they won’t give you their ad-
dress. I can’t even mail them any information be-
cause they think [ am going to keep their address some-
where and distribute it to somebody. So I can’t even
mail them a brochure or they won’t give me their
phone number. They’ll call and leave a message say-
ing, “I'm calling about Huntington’s. I'll call you
back.” Or they won’t let me call them at work. They
won'’t talk at work.

Many patients have heard about insurance discrimination
from the news media.!® A counselor at a cancer clinic ex-
plained:

The majority of my patients are well aware of this
issue. We’ve probably had maybe one to two pa-
tients that it was a new idea to them and they haven’t
thought about it. But, I've even had people hang up
on the phone talking to me before they come into the
clinic because it’s such a big issue that they don’t
want the fact that we had this conversation recorded
anywhere. So, it is something that I think that people
are well aware of. ... I'm impressed that our patients
don’t know what a genetic counselor is most of the
time. They don’t know what a medical geneticist is
most of the time. They don’t know anything about
genetics, and there has been just as much about that
in the lay literature and the newspaper and Ladies’
Home Journal. But the one thing they’ve picked up
on is the discrimination issue. They have all learned
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that. I am impressed with how well that message has
gotten out to people, with very little data to back it

up.

A Colorado counselor confirmed the same point, but with
a wry twist:

Q: Where do they get their information, what is the
source of their fears?

A: Ithink 20/20, 60 Minutes, Dateline NBC. If people
are TV watchers, they know everything. People who
are like from Boulder, a lot of people from Boulder
don’t watch TV and . . . some people say they have
never heard anything about [it]. But, most people, I'll
say, “What do you know about the breast cancer genes
and what have you heard so far about genetic test-
ing?” and they will say, “I’'m worried about discrimi-
nation” or whatever.

Knowledge and concern by patients considering test-
ing for Huntington’s disease is especially acute. Several
counselors explained that this is due to the active role that
patient advocacy groups play in informing their member-
ship of this concern. Another counselor, however, said the
concern among Huntington’s patients arises from their own
experiences with affected family members. These attitudes
contrast sharply with pediatric or prenatal genetic counsel-
ing, where all four of the counselors who spoke to this point
said their patients have no prior awareness or concern about
genetic discrimination.!

Views Conveyed During Counseling

For patients who consider genetic testing without this prior
knowledge or concern about discrimination, we inquired
whether counselors alert them to the possibility of genetic
discrimination, and whether this is a primary source of pa-
tients’ information and concern. We were told that, for
pediatric and prenatal genetic testing situations, counselors
rarely raise insurance discrimination as a risk of testing.
This is not perceived as a significant risk, and patients are
much more worried about the health of their child or a
potential birth defect. Counselors view it as inappropriate
to raise such tangential issues in a “crisis atmosphere” in
which future insurance problems are the “last thing” on the
minds of parents. Insurance discrimination is seen as tan-
gential here because the parents who have the insurance
are not the affected individual. Most counselors feel confi-
dent that the law protects newborns with congenital de-
fects and would not allow insurers to discriminate against
parents based simply on their carrier status. Several coun-
selors had difficulty imagining how obstetric testing might
lead to insurance discrimination, since this testing is done
mainly to detect spontaneous mutations and so would not
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implicate family members. Also most people abort if the
test shows a problem. These counselors also understood
that, if discrimination relates to an existing condition, this
will happen regardless of the genetic test and so doing a
diagnostic genetic test does not worsen the patients’ insur-
ability.

Two pediatric or prenatal counselors, however, report
sometimes raising insurance concerns, depending on the
situation. One does so for cystic fibrosis screening because
she feels that some insurers will misinterpret a carrier as
someone who is affected. Another counselor is not wor-
ried about cystic fibrosis because it is such a common dis-
ease that insurers are likely aware of its genetic properties,
but she feels that some concern about insurance discrimi-
nation is warranted for conditions that are rarer. For ex-
ample, she is concerned that insurers may not appreciate
the fact that mild forms of muscular dystrophy exist in which
symptoms do not occur for many years, or they may misin-
terpret a hemopbhilia carrier as someone at risk for the dis-
ease. This counselor is also concerned that, although chil-
dren are usually well protected by health insurance if their
parents are healthy, when grown children come off their
parents’ insurance, it is often at a time when their job situ-
ation is unsettled and so they face real difficulties qualify-
ing for insurance on their own. Both counselors agreed,
however, that insurance discrimination is not sufficiently
relevant to raise as an issue when testing newborns to de-
termine the nature of potential birth defects, or when test-
ing parents that have a fetus with a suspected defect. Only
one of 14 informed consent forms we reviewed that relate
to pediatric, prenatal, or generic genetic conditions men-
tions insurance discrimination as a risk of testing.

For adult patients, the situation contrasts sharply. The
great majority of counselors, 21 of 25 (84 percent), rou-
tinely discuss the potential for insurance discrimination as
arisk of genetic testing. This issue is stressed in the leading
academic articles and professional practice guidelines about
informed consent to genetic testing.'”> Our review of 11
informed consent forms that address adult-onset genetic
conditions found that seven (64 percent) mention insur-
ance discrimination as a potential risk of genetic testing.!?
Three of these contain only brief mention or mild notice of
this risk. However, the language in four of these 11 forms
contains lengthy and strongly-worded warnings, such as the
following:

If you learn that you have a genetic predisposition to
breast and/or ovarian cancer, you will have knowl-
edge that you may be forced to disclose to third par-
ties. For example, as insurance companies learn more
about hereditary risk for cancer, they may ask about
the results of genetic tests of those who have or apply
for coverage. In most states, life and disability insur-
ers may ask such questions and use the answers in



Volume 28:3, Fall 2000

underwriting decisions. . . . Knowledge that you have
a genetic predisposition to breast and/or ovarian can-
cer may compromise your ability to obtain or main-
tain insurance coverage.

*  * *

Test results indicating an inherited mutation increas-
ing your risk for developing cancer could affect you
and your family’s ability to get or to keep insurance
(health, life, disability). Even the fact that you are
being tested could affect the insurability of both your-
self and your family. You may experience loss of in-
surance, inability to qualify for new insurance, in-
creased premium payments, or decreased coverage.
A person may be locked into a job to keep coverage,
or lose coverage in the event of a job loss. . . . In the
course of applying for medical, life, or disability in-
surance, people are often asked to sign forms that
give insurance companies permission to get their
medical records. If you sign such a release form in
the future, it is possible that . . . the information your
doctor sends would include the results of the test and
that this would affect your ability to get insurance.

Most counselors typically spend about 15 minutes of a
1-2 hour counseling session on genetic discrimination con-
cerns,™ although some spend only a few minutes on this,
depending on the level of concern expressed by their pa-
tients and the documented potential for discrimination for
the particular genetic condition.” Several counselors indi-
cated that they focus on discrimination risks because of the
strong culture of informed consent in the genetic testing
community:'¢

A: Isee some patients that come in and want to have
testing and have not even thought about the insur-
ance issue until I bring it up. It is one of the compo-
nents of the information that I give during counsel-
ing, so it is kind of a routine part of my counseling
with patients. . . .

Q: If patients don’t raise this on their own, then you
do raise it with them?

A: Yes.

Q: Give me an example. Say I came in for colon
cancer [testing] and think [ may need to have this,
but have not thought about this part of the issue at
all, what would you tell me?

A: ... 1 go into how much it costs. I guess most
people just naturally assume they have insurance and
it will pay for it, so I have to bring up that genetic
testing is fairly new and not all insurance companies
cover the cost of genetic testing and also that there is
some concern that having genetic testing can cause
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some discrimination for some people with health in-
surance, depending on what type of health insurance
and what kind of plan that you have. . . . [ usually get
this blank stare from people like, “Oh, I didn’t even
think about that. [ was worried about cancer and
you’re telling me I have to worry about that....”
Q: I gather that it is a fear in the population and it is
a sufficient concern that you feel you need to warn
people about it, even though there is no documented
case that you know of. Do you tell them that?

A: Yes, I tell people that as far as we know to date
there is no case of someone who has had their insur-
ance dropped or raised or that they have been kicked
out of an insurance policy or whatever from having
the genetic testing. Again, we are talking about a short
amount of time since these tests have been available,
so that’s why we inform people because we don’t have
any long term information to give people.

* * %

Q: [Summarizing the interview so far:] So you have
two sets of patients, one that comes in with some
level of concern [about insurance discrimination]. . . .
Then you have another population that is less aware
of it. Why don’t you tell me what you advise them in
the two cases.

A: There is always some basic information that I give
to both groups of patients. We talk about the issues
of insurability and the potential of discrimination. It
is usually something that I get asked by the patients
that are concerned about it, and it is an issue that |
need to bring up as an issue for the other patients.
The ones that ask are already aware of it, and it im-
pacts them more, I think that it is a hard concept to
get across to people that have never had insurance
before, aren’t used to the system, [but] . .. I feel com-
pelled to bring it up. I feel it is my responsibility to
do that, but I don’t think it influences the final deci-
sion they make about testing. . .. However, if you are
going to offer a test—this is the genetic counselor’s
bias—you don’t want to do any harm. So, it has been
ingrained in us [by] informed consent.

When counselors raise insurance discrimination con-
cerns, most do not do so in an alarmist way. A large major-
ity (16 of 22, 73 percent) note that the actual incidence of
discrimination is very low, that the risks are significant only
for certain types of insurance, or that there are various le-
gal protections. Several try to reassure patients or calm
their fears, somewhat. And, they describe the various con-
fidentiality measures that are taken to help protect against

this risk. However, as discussed more below, none of these

counselors says there is no or an insignificant risk; all ac-
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knowledge that the risk should be taken seriously for adult-
onset conditions.!”” Many counselors view their primary
objective as alerting patients to this potential risk. More-
over, only a few of the counselors we spoke with mention
the potential positive uses of genetic test results, such as
showing that someone suspected of having a genetic condi-
tion based on family history does not in fact have the gene. '

Counselors, however, do try to reassure patients by
using several measures to enhance the secrecy of genetic
test results. First, they are discreet about how they docu-
ment the purposes of a visit, and where they send the test
results. A visit might be described as screening for cancer,
for instance, rather than genetic testing, and the test results
are often not sent to the referring physician unless the pa-
tient specifically asks. Even then, counselors frequently ad-
vise the patient’s regular physician not to place the results
in the normal medical record. Similarly, most genetic clin-
ics maintain separate “shadow” files that keep their records
apart from the rest of the hospital’s medical records.”
Counselors explained that these measures are intended to
minimize the possibility that insurers will learn of testing or
test results from claims for reimbursement or from routine
requests for medical records. As one experienced counse-
lor explained, “I won’t make it easy for the insurance com-
pany to get it, but I also will not deny them access to it. . . .
What I will try to do is not make it easily available. By
keeping it out of the medical record, it is not going to be
out there for anyone to look at it.”

Most of the genetic clinics we spoke with do not go so
far as encouraging completely anonymous testing, in which
patients have no identifying information whatsoever or use
only pseudonyms.?® Some do this with the testing lab, but
they maintain accurate patient information in their files.
Only one clinic offers anonymous testing when this is nec-
essary to convince a patient to be tested. A few others,
however, allow patients to give them what they strongly
suspect is false identifying information.

In summary, genetic counselors use the informed con-
sent and counseling process to alert adult patients about
the risks of insurance discrimination. In doing so, although
they are not alarmist, they are also not very reassuring.
However, they do use a number of measures to help pro-
tect the secrecy of information about genetic testing and
counseling. There is some variation in these behaviors, but,
again, the variation is unrelated to the pattern of laws across
our study states.

The Deterrent Effects of Discriminatory Fears

What impact do patients’ discrimination concerns actually
have on their decisions to undergo testing? We heard sharply
contrasting views from different counselors, and for differ-
ent types of patients. For pediatric and prenatal patients,
almost all counselors said that insurance discrimination
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concerns play no role in decisions about testing, for the
obvious reason that “for people that are carrying a baby or
have a child with a problem, the urgency of their immedi-
ate situation is so great and they are so anxious that they
will just about do any test they can to find out more spe-
cifically what is going on with their child.” Another coun-
selor explained:

[For] children, very rarely do their parents express
concern. They are just more worried about what is
going on and wanting to know answers of why there
are problems. For areas where we start to get into
testing for adult-onset disorders, it depends on the
situation. For people that we want to get tested for
breast cancer because of a grandmother or aunt or
someone who has passed away, it’s a big issue for them.
We recently saw a family where we diagnosed the
second little boy with colon cancer; both kids under
12, not an issue at all when it comes to testing the
other kids. It was clearly not a concern of Mom’s at
all. Generally, the more severe the problem, the less
concerned they are with insurance. The more severe
and the more immediacy of the problem, the less the
concern about insurance.

For adult patients, we received a wide range of reports.
A number of counselors (8 of 21, 38 percent) said that dis-
crimination concerns are a major barrier to testing, and
that large numbers of their clients decline testing, primarily
for this reason.?! One counselor, for instance, estimated
that for her cancer patients, “Once I sit down with them
and counsel them, I bet 80-90 percent decline proceeding
with testing because of insurability.” Another counselor
gave a similar estimate, and two more estimated that 50
percent decline testing for insurance reasons. Where pa-
tients have discrimination concerns, all counselors said that
health insurance is the primary concern, and the majority
(13 of 22) said this was the exclusive concern. Four men-
tioned concerns over life insurance, one mentioned disabil-
ity insurance, and four mentioned employment discrimi-
nation.

A majority of counselors (13 of 21, 62 percent), how-
ever, said that insurance concerns, while great, do not have
very much actual impact on patients’ final decisions about
testing.?> Four counselors said only 5-10 percent of adult
patients decline testing because of discrimination concerns.
One experienced counselor said, “Very seldom do we ever
have a patient choose not to have testing because of insur-
ance purposes. In fact, I cannot think of anyone. I am sure
there have been some, but not that I am aware of.” An-
other explained, “I think [insurance discrimination] is a big
fear, but once people make it to the clinic it’s not the reason
that keeps them from getting tested. Once people decide
to have the test, nothing gets in their way. Nothing. Money,
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nothing.” Two others explained that patients either think
the actual risks of discrimination from testing are not that
high, or the need to test is great enough to justify the risk:

In Huntington’s situations, people that are tested
symptomatically, {discrimination from testing] is not
an issue. They already have signs and symptoms.
People that test before they have any signs and symp-
toms, usually they have additional motivating factors.
They want to know before they decide to have chil-
dren. We had a girl get tested before she would get
married. . . . They have other motivating factors where
they seek testing where they are not as concerned
about insurance.

There is a good chance that this is not as big of an
issue as the media makes it out to be. I talk about
what are some of the other reasons for or against hav-
ing the test and try and figure out if this is the major
reason and maybe there is something else besides this.
For some patients, it’s interesting. They say, “You
know, I'll take that risk. It’s fine for me. My health is
the major concern and I need this information.”

Several other counselors confirmed that patients with
prior symptoms have a greater sense of urgency to be tested
and they realize that, with a history of disease already well
documented, there is little risk that the genetic test itself
will worsen their insurability. Thus, it appears that deter-
rence may be the least in the situations where there is the
greatest need for testing, and the highest where testing is
more discretionary. This is confirmed by our inquiries about
how serious the potential harms are from not testing. We
usually heard that, even when patients have symptoms, test-
ing is often not critical to the prognosis or course of pre-
ventive treatment, for reasons explained by this counselor:

Q: Are these people who are appropriate candidates
for testing?

A: Yes, [but] they are the ones that already know that
they are at high risk. Their family histories are sig-
nificant. They are already getting the [cancer] sur-
veillance, the mammograms. In the big scheme of
things, once they have talked to me, they realize that
it does not really change what they are doing and
risking losing their insurance with such a high risk of
cancer to begin with does not really make any sense
to them. So it is really a combination of, “I'm not
going to change anything I am doing already and why
risk that. ...” Alot of these genetic tests don’t change
treatment very much. If you have Huntington’s, you
have it and you can’t do anything about it. . . . The
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only thing that radically changes is, for example with
cancer, I can drop your risk and maybe change your
surveillance and your medical management. [ think
cancer is the one where there might be changes in
what you would do medically. ALS there is not.
Huntington’s there is not.

Many counselors also explained that the primary bar-
rier posed by concerns over insurance discrimination is not
outright refusal to take the test, but reluctance to seek re-
imbursement from health insurance for the costs of testing
and counseling. The fear is that, while the secrecy mea-
sures outlined above may suffice to protect confidentiality
by keeping information about testing out of the regular
medical record, it would be foolish to directly notify an
insurer by asking them to pay for the procedure. Thus,
many patients, with the encouragement or advice of coun-
selors, opt to pay for testing out of pocket in order to lessen
the risk of discrimination by health insurers. This is the
impact most often cited for Huntington’s patients. Their
genetic test and counseling costs $200-300, and so a num-
ber of counselors said that most Huntington’s patients opt
to pay out of pocket. Cancer testing and counseling costs
about $2,000, and so the chances are much greater that
unwillingness to notify a health insurer will result in declin-
ing the test. However, as the following counselor explained,
while the reason given may be financial rather than explicit
concerns over discrimination,?® discrimination concerns
often produce the financial bind:

I think that cost is a big determinant, when you are
talking about why do people refuse testing. For ge-
netic testing for cancer, their insurance company won’t
pay for them and they have to pay for it themselves.
They could be laoking at a $2,000 bill and that seems
to be much more of an issue with our patients than
insurance [discrimination]. . . . There are some people
that . . . will decide to go ahead and pay for the
testing themselves so as not to alert the insurance
company that the testing has been done.

This helps to explain the puzzle over why health insur-
ance is so much the focus of discrimination concerns, even
though the documented record of and potential for dis-
crimination is much lower than for life and disability insur-
ance. Health insurance is more important to people, espe-
cially since patients and geneticists depend on health insur-
ance to pay for testing and treatment. The reluctance to
seek reimbursement for testing also explains the observa-
tion made by several counselors that people with govern-
ment health insurance are much less concerned about dis-
crimination. This includes Medicaid or state-assisted pa-
tients, and those in the military. Perhaps this reflects the
fact that government insurers do not engage in medical
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underwriting. Also, some counselors said that Medicaid
patients are understandably much less concerned about theo-
retical issues of future financial protection because their
focus is on more immediately pressing needs. Counselors
noted that patients with more education and better jobs are
the ones more likely to seek out testing where there is not
an immediately pressing medical need, such as predisposi-
tion to cancer or cystic fibrosis carrier status, and that people
from higher socioeconomic ranks are more likely to be in
the private insurance market and to be more aware of the
potential for discrimination.

Some counselors reported that the patients with the
greatest reluctance to undergo testing are often family mem-
bers of the primary patient and are reluctant for a number
of reasons unrelated to insurance concerns. These reluc-
tant clients are often brought in by a patient who wants
them to help diagnose a potentially serious condition, but
these family members themselves have not sought out ge-
netic testing for themselves. They may not want to live
with the psychological burden of information about pos-
sible future health problems, or for other reasons may be
opposed to testing for purely predictive, presymptomatic
conditions.?* Pointing to potential discrimination concerns
that are raised in genetic couriseling gives them a more so-
cially acceptable reason to decline, in the view of some of
the more highly experienced counselors, such as the fol-
lowing two:

For cancer patients it’s somewhat of a different issue
than I have found for some of the Huntington’s pa-
tients. It’s an excuse not to have testing. They really
don’t want it and this is one way to justify not having
testing. They are coming in because everybody else in
the family is pushing them to have testing. There is
nothing you can do for people who have the gene for
Huntington’s disease. With cancer they have to weigh
the risk of maybe being discriminated against, which
I think is relatively minimal but it’s there, against find-
ing this information and having it be useful for their
health care. So, I think some people . . . say, “I really
don’t want to do this.” I think from a counseling stand-
point it’s important to figure out how much people
really want this information and what they are going
to do with it. That plays a much bigger role than
whether or not they might be discriminated against.

Q: Would you make an estimate of what proportion
of patients decide not to have the test because of
their fear of discrimination?

A: For Huntington’s disease, I think it is really small.
1 think that most people have other reasons that they
might not want testing and that’s just one of the things
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they add to the pile. I've not had anybody say, “I re-
ally, really want to know. I want to know and I've got
a million reasons for knowing, but the one reason
why I’'m not having the test is this [discrimination]
issue.” The people that were the most concerned about
it found a way around it in that they used aliases. 1
really don’t think that anybody is not having
Huntington’s testing, at least in my experience, solely
because of this. . . . For cancer, I would say that it’s
the same. I think it’s very low to almost zero. . . . 1
can’t remember anybody that used that as their sole
reason. They have all of these other reasons and that’s
just added to the pot.

A counter observation, however, made by several coun-
selors, is that discrimination concerns are much less pro-
nounced in research than clinical settings. The lesser con-
cern in research settings can be explained by several fac-
tors. First, testing under research protocols is often not
billed to insurers or patients, so the financial barriers noted
above that arise from alerting the health insurer are not
always present. Also, research records are less likely to be-
come part of the regular medical record and so are less
likely to be discovered through routine medical underwrit-
ing. Moreover, research protocols sometimes carry “cer-
tificates of confidentiality” from the federal government,
which provide extensive protection against discovery or use
of the information for unapproved purposes.?® For these
reasons, counselors perceive less risk of discrimination in
research settings and give it less emphasis in their informed
consent processes than in more routine clinical settings.
However, our review of informed consent forms did not
reveal any less attention to discrimination risks in research
settings than in non-research clinical settings.

In clinical settings, other counselors said they experi-
ence a much lower level of patients declining testing, for
insurance or other reasons, than is reported above. One
knowledgeable counselor explained that “uptake” rates (the
percent of patients who opt for testing) vary widely, from
10 to 80 percent among different clinics, depending on the
style of counseling that is used. Some counselors strongly
encourage testing, others emphasize the risks of testing, and
others are more nondirective. This counselor felt that some
cancer clinics have a much lower uptake rate than others
because some counselors advise patients not to bill their insurer
for the expensive testing, so many more people decline testing
for combined financial and discrimination concerns.

These disparate views about the actual effect of insur-
ance discrimination concerns make it difficult to draw any
firm conclusions. One way to reconcile them is to posit
that fear of discrimination is often not the dominant rea-
son for declining testing, and that, where it is the main rea-
son, the medical benefits of testing may not be great. The
impact of discrimination fears appears strongest on those
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who are being recruited to help a relative, but they are of-
ten reluctant for other reasons. Patients with a strong rea-
son for testing are seldom deterred. These observations are
consistent with one commentator’s review of the disappoint-
ing uptake rates for various genetic tests:

It appears that most people simply aren’t interested
in a genetic test until it becomes immediately relevant
for their lives. In the case of cystic fibrosis, this usu-
ally means when they’re already pregnant and wor-
ried about the health of their child. . . . Researchers in
the five pilot studies actually sponsoring tests under
the auspices of [the NIH] found that they had great
difficulty even giving tests away to the non-pregnant
population. . .. Most people were simply not interested.*

The most significant barrier created by discrimination
concerns is cost, since those who don’t trust insurers with
the information are forced to pay for the counseling and
testing out of pocket. While this suggests that discrimina-
tion fears would have a much stronger impact on people
with less income, other indications point in the opposite
direction. More affluent people tend to seek out the more
discretionary kinds of tests, and discrimination concerns
are much lower among those on government insurance pro-
grams such as Medicaid.

In summary, fear of insurance' discrimination has a
widely varying impact depending on the clinical setting and
patient population. Different people with different genetic
conditions have highly differentiated responses. Insurance
discrimination is not a deterrent to testing when parents
face pressing concerns about the health of their children or
fetus. Similarly, patients seeking diagnosis for their own
symptoms usually see the immediate need for the informa-
tion as outweighing the risks of future discrimination, un-
less the information will not alter significantly their course
of treatment. Discrimination concerns weigh heavily in
more marginal situations, where the benefits of testing are
less, or for those who are reluctant to undergo testing for
other reasons. However, discrimination fears convince
many patients not to submit the costs of testing to their
health insurer. The resulting financial burden may add to
the deterrent effect. We observed no indication that the
variation in these responses bears any relation to the pat-
tern of laws among these study states.

The Impact of Legal Protections

The focus now shifts to the legal protections. Have they
reduced the perceived risks of genetic discrimination, and
have they encouraged more patients to undergo testing?
These questions are explored first, based on genetic coun-
selors’ awareness and knowledge of these legal protections
and their views of the inadequacies of these laws. This
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section, then, discusses whether these laws have altered
how counselors advise patients about the risks of dis-
crimination or have altered how patients decide whether
to be tested.

Counselors’ Awareness, Knowledge and Views of
the Law

Genetic counselors have good awareness of the legal pro-
tections against genetic discrimination by health insurers.
Their awareness is somewhat better than that of the insur-
ance agents and underwriters we interviewed.”” Sixteen of
20 counselors (80 percent) had some awareness of the rel-
evant state law, and 19 of 20 (95 percent) had some aware-
ness of a federal law relating to genetic discrimination by
health insurers. Although awareness is high, accurate knowl-
edge is not. Only 12 of 20 (60 percent) of counselors had
a reasonably accurate understanding of what the federal
law says, and accuracy dropped to seven (35 percent) for
the state laws. Of those who misunderstood the state
law, almost all (7 of 9) underestimated its degree of pro-
tection, and the remainder had only a vague awareness
of the state law.

The pattern of knowledge and awareness follows, to
some extent, the age of the state law protections. Six of the
seven counselors (86 percent) with accurate knowledge of
the state laws were in states with established laws that had
been in effect more than two years. All four of the counse-
lors with no awareness of state law were in states that had
enacted their law in the past year or less. Those with inac-
curate knowledge but some awareness were split evenly
between states with established and new laws.

We asked genetic counselors their views on how well
these legal protections address concerns about insurance
discrimination. No ope thought the law is sufficiently pro-
tective. Instead, they pointed to a long list of defects, loop-
holes, and shortcomings in the law. Overwhelmingly, the
most common objection (heard from 15 of 21 counselors,
71 percent) is that these laws are untested. Counselors are
concerned that, until test cases are brought and there are
definitive rulings from the courts establishing that vulner-
able people are in fact protected, there are too many ambi-
guities and uncertainties for these laws to be reliable.

One counselor explained that, when a lawyer spoke to
them about the state’s new law, “she made it clear to us
that you can write a law, but how it is interpreted only
comes about when it is tested in the courts.” Another coun-
selor gave as an example the state’s “stalking law” which
was overturned by the courts for constitutional deficien-
cies: “That was one thing that made a big impact on me. It
was supposed to be a protective thing for women who were
being stalked by men and called police and whatever and
this was going to be great. Some judge, because somebody
had a lot of money and had a lawyer who was very effec-
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tive, [got it] thrown out. . . .” And, another counselor
thought that, despite the “ins and outs” and the “letter of
the law,” insurers will try to avoid covering high risks any
way they can, and their general attitude is not going to
change just because of the law. She cited legal protection
for people with AIDS as an example where she thought the
law proved to be much less protective than it was first
thought to be. More than one counselor mentioned the O.].
Simpson case as an example of legal uncertainty and the ad-
vantage that comes from being able to afford the best lawyers.

Aside from the general uncertainty of any law, genetic
counselors pointed to a number of specific defects, loop-
holes, or shortcomings in their particular state laws.?® Some
counselors would like to see the law encompass a broader
range of genetic information. Seven observed that the law
covers only health insurance, six noted it covers only infor-
mation from genetic testing, and four mentioned that it
applies only to presymptomatic situations. Others pointed
to jurisdictional defects. Seven observed that the state laws
do not protect people who move to another state, and seven
knew that, because of ERISA preemption, state laws do not
protect people in self-funded employer plans. Thus, these
counselors would like to see a federal law. Still others
pointed to questions about the law’s permanence and en-
forceability. Ohio’s law was enacted initially as a morato-
rium that was due to sunset after 10 years, so three counse-
lors were concerned about whether its protections would
extend far enough into the future to cover their current
clients.”” And two counselors noted that their state’s law
does not have a strong or obvious enforcement mechanism;
s0, it is not clear what remedies are available against violators.

The Law’s Impact on Perceived Risks and on Testing
Decisions

Considering all that has been said thus far, it should not be
a surprise that these legal protections have had very little
impact on the perceived risks of genetic discrimination, or
on patients’ decisions to undergo testing.

First, these laws have not changed significantly how
genetic counselors approach informed consent and their
warnings to patients about the risks of discrimination. Al-
though most counselors with knowledge of the state laws
at least mention these laws to patients,”® few counselors
give the legal protections much empbhasis, and no counse-
lor we spoke with is primarily reassuring about the risks of
discrimination by health insurers. But all still warn their
clients to some extent. Ofthe 11 informed consent forms we
reviewed that address adult-onset conditions, only two (18
percent) mention any legal protections. One does so only briefly,
and the other stresses the laws’ inadequacies. It says, “In less
than half the states there are laws that restrict the use that health
insurers may make of [genetic] information. These laws are
not comprehensive and may not protect you.”
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Only three of 17 counselors interviewed (18 percent)
offer any reassurance based on these legal protections. These
counselors give fairly detailed and accurate descriptions of
the legal protections, usually in writing, and tailor the dis-
cussion to the patient’s exact insurance situation (uninsured,
individual, group, etc.). The rest of the counselors (82 per-
cent) view the legal uncertainties and potential loopholes
as too significant for these laws to merit any reassurance. It
may be of some note that all three of those who give at least
some reassurance are in states with older laws. Therefore,
confidence in and reliance on the law may grow over time.

Among patients, there is similarly little indication the
legal protections have had any effect. Counselors’ reports
about whether patients have prior awareness of the poten-
tial for discrimination does not follow any pattern that re-
lates to the pattern of state laws. Similarly, counselors’ re-
ports about the impact this concern has on decisions to
undergo testing follow no pattern that relates to the state
laws. Almost none of the counselors observed any reduc-
tion in their patients’ concerns about discrimination fol-
lowing enactment of these laws, and many noted that pa-
tients’ concerns have increased recently, most likely due to
more widespread publicity about the problem. However,
one Colorado counselor said she had noticed a recent in-
crease in people willing to bill their insurer for genetic test-
ing, which may indicate some lessening of concerns. An-
other counselor said, “When I tell them about the law in
Colorado they tend to settle down a little bit, even though
I explain that there are loopholes in it.”

Limitations of Study

Several limitations of this study affect the significance and
generalizability of its findings. This study presents the view
of genetic counselors who reflect mainly the perspective of
patients who come in for counseling. Many counselors
explained that most of their adult-onset patients already
know about the potential for discrimination, have already
considered this, and so decided to be tested by the time
they come to the clinic. People with the greatest concern
about discrimination never call, or they decide after only a
brief phone conversation not to come in. Also, much ge-
netic testing is done by primary care physicians who have
little formal training or assistance in genetic counseling.
Their behavior and impressions are likely to differ signifi-
cantly. Counselors are unable to assess the full impact of
discrimination fears from this broader, population-based
perspective, but many thought the impact is significant. One
clinic conducts an ongoing survey of people who call the
clinic but never come in for counseling; it finds that insur-
ance discrimination concerns are the primary reason.
Even from the restricted view of counselors, the focus
in most interviews dealing with adult-onset conditions was
on Huntington’s disease or breast cancer, conditions where
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positive test results are highly predictive of very serious dis-
ease and little can be done to reduce risk of disease. These
conditions are likely to be atypical for many genetic tests
that are eventually developed, for conditions such as heart
disease, diabetes, or mental illness. For these, the predic-
tive power may be much lower, but the ability to prevent or
moderate disease higher. This alters the relevance of test-
ing for both the patient and the insurer. Finally, counse-
lors’ reports of their patients’ attitudes and decisions may
not be fully accurate but may be colored by their personal
views and preferences. Also, counselors’ views undoubt-
edly shape many patients’ views and behavior through the
counseling process. Therefore, patient fears and decisions
may be considerably different in non-counseling settings.

Nevertheless, this study has focused on the prototypi-
cal genetic conditions that gave rise to protective legisla-
tion, and it uses a key source of information that reveals
whether these laws are having their intended effects. Ge-
netic counselors are highly trained and experienced profes-
sionals in assessing patients’ concerns and guiding them
through their decisionmaking process. We found them to
be objective, thoughtful, and sensitive observers of patients’
concerns, motivations, and decisions. Therefore, their in-
sights shed light on how patients are likely to respond in
other situations.

Summary and Recommendations

Scott Burris, a professor of law and public health, warns of
elevated hopes about legal protections aimed at complex
behavioral and psychological phenomena such as those
under study here. In his discussion of barriers to testing for
HIV infection, he observes that “research and policy litera-
ture . . . display a common tendency to treat law as a simple
‘tool’ for influencing the complex behaviors that are seen
as the proper subject of the social sciences. . . . If law does
have an influence on behavior, its mechanism is likely to be
every bit as complex and worthy of study as any other be-
havioral influence on those at risk for HIV.” 3! So it is with
genetic testing. In order to assume that anti-discrimination
laws will increase testing, one must have some confidence
in each of the following: (1) discrimination fears are sig-
nificant; (2) patients will learn of these legal protections
and will see them as reassuring; and (3) this reassurance
will alter patients’ calculus of the net advantages of testing.
In his study of HIV testing, Burris documents the absence
of reliable evidence on each of these points.’2 In this study,
we found not just an absence of evidence, but considerable
contradictory evidence on each of these assumptions.
Although genetic counselors report that their patients
have great concern about insurance discrimination, many
counselors think that this concern does not rank so high as
the psychological impact of learning one’s genetic fate, or
they believe this concern is important only when the need
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for the information is low. Thus, discrimination concerns
are often overshadowed by other barriers to testing, or by
the pressing need for the information.

Where discrimination fears actually deter testing, there
is little reason to believe that the legal protections so far
have offered much reassurance or have altered any testing
decisions. These laws provide little reassurance because
counselors do not perceive them as significantly reducing
the actual risk of discrimination, or counselors do not yet
have sufficient confidence in these laws. These protections
have not received nearly so much publicity as has the po-
tential risk of discrimination, so patients’ primary source of
information about these laws is from genetic counselors.
Although counselors mention these laws, they continue to
place more stress on alerting patients to the potential risks
than on reassuring them of the legal protections.

Thus, these laws can be, and have been, criticized from
several opposing vantage points. Insurers, agents, and regu-
lators think that genetic discrimination is not occurring in
health insurance, that it is not likely to occur any time soon,
and that the legal protections are excessive. Members of
the genetics community (primarily, genetic counselors) think
insurance discrimination is substantial and its potential is
growing, and that the legal protections are low and ineffec-
tive. How might public policy respond to this polarization
of views?

One remedy is to make the law greatly more protec-
tive. But the skepticism with which geneticists and others
view the insurance industry suggests that this will not alter
attitudes and behaviors unless the reforms are truly radical.
Federalizing the state laws will still leave many of the gaps
and loopholes identified by genetic counselors. Even broad-
ening these laws to prohibit the use of predictive medical
information of any kind, as proposed by Alper, et al., would
have little effect since it would still leave in place other un-
certainties in the scope of these laws, such as what consti-
tutes a genetic test and when is testing presymptomatic.’
Nothing short of either national health insurance or the
complete elimination of medical underwriting would ap-
pear to address fundamentally all of these concerns. Initi-
ating high profile enforcement actions under the existing
laws to demonstrate their effectiveness would likely increase
confidence in them, but there may be too few instances of
actual discrimination to find any good test cases.

The other remedy is educational. Burris observes for
HIV testing that “it is possible . . . that perceived risk may
be reduced without reducing the actual risk. If the goal is
to encourage more testing, then perceived risk, rather than
actual risk, must be the primary goal.”* For genetics, this
is even more true because the actual risk may be so low that
further significant reduction is not easily achievable. Thus,
if the documentation is believable of a very low incidence
and potential for genetic discrimination by health insurers,
then the focus could be shifted from eliminating all risk to
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increasing more accurate perception of the risk. A prime
target for this perception is genetic counseling and informed
consent policies for genetic testing. In situations where the
documented and potential risks are very low, medical ge-
netics might drop this area of concern altogether from dis-
cussions with patients. But, not discussing discrimination
concerns would fail to offer the reassurance that concerned
patients may need. Informed consent and counseling could
emphasize the near absence of any documented harm re-
sulting from genetic testing and the very low potential for
this in view of the mounting legal protections, rather than
emphasizing just the opposite.*’

Naturally, these two remedies are not mutually exclu-
sive. It is undoubtedly the case that federalizing the exist-
ing state laws would increase geneticists’ confidence in le-
gal protections against discrimination. Also, a prominent
federal law would help to counter widespread and exag-
gerated publicity of discrimination risks. Moreover, such a
law would not alter existing practices by health insurers or
remove an essential underwriting tool, since state laws and
industry practices already discourage insurers from using
presymptomatic genetic information. Therefore, people
on both sides of the current legislative debate will find sup-
port for their positions in these results. Outlining these
possible interpretations and applications is not meant to
endorse any one or more of these positions, but instead to
highlight how these findings might inform ethical and po-
litical debate.
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